PykoBoaurento

S, AntuxeBnu Enena AnexcanapoBHa, mnpomy Bac o nmomomm. Y MOEro cblHa,
AntuxeBnya Pomana BuraneeBuua (03.12.2020 r.p.), B 4,5 MecsleB IUarHOCTHPOBAHO
TSKEJI0€ TeHEeTHYeCcKoe 3a00JieBaHWE - CHUHAJIbHAS MbIlIeYHas arpodus MEepBOro THUIIA.
Jletu ¢ TakuM 3a00JIEBaHUEM JIMILIAIOTCS BOBMOXKHOCTU CU/IETh, CTOSITh, ABUTAThCS, TJIOTATh
U AblmaTh. Jletu, y KoTopbix 3a001eBaHue MPOSIBUIIOCH €llle B MJIaJIeHYeCTBE, O€3 JeueHus
HE JO0KUBAIOT U JI0 IBYX JIET.

YuuTbiBasi TUN TSKECTH U CTPEMUTEIBHOCTh Pa3BUTHUS 3a00JieBaHMs, HAMU ObLIO
NPUHATO pEIIEHHE O TMPOBEACHUU JIEYEHUS CaMbIM JIOPOTMM MpernapaToM B MHPE,
ZOLGENSMA, croumocTts koToporo oueHb Bbicoka — 2274 031 pgommap CIIA. Otot
npenapar NPUMEHSAETCS OJUH pa3 MU JaéT IIAaHC Ha I[IOJIHOE BBI3JIOPOBIIEHHE (3aMeHa
nedextHoro rena). Caenarh 3TOT CHACUTEIBHBIM yKOJNT BO3MOXKHO U B Pb, HO maHHBIM
npenapar He 3aperuCTpUpPOBAH B Hallel CTpaHe M COOTBETCTBEHHO IIOMOYb B €rO
(UHAaHCHPOBAaHUU TOCYAApPCTBO HE MOXKET. AJBTEPHATHUBOM 3TOMY IMpemnapary CIy>KUT
nekapctBo SPINRAZA(taxxe He 3apeructpupoBano B Pb u noka gake He miIaHUPYETCs €T0
perucrpanus), CTOMMOCTb OJHOTO ykojia okosno 120 Teic. mommapo CIIIA (me menee 3
YKOJIOB B ToA Ha mporsokeHun Bced xm3HM). Ho, SPINRAZA, B omimume ot
ZOLGENSMA, He nmaeT MOJIHOTO H3JIEUeHHs OT 3a00jeBaHus, a JIMIIL OCTAaHABJIMBAET Ha
BpEMs €ro MPOrPeCCUPOBAHMUE.

CpounocTth coopa coctout B ToM, uto ZOLGENSMA npumensiercst y aereil ToiabKo
10 2 ner. [loaToMy y MOEro celHa O4€Hb Majl0 BPEMEHM JJIsl MOJYUYEHHUS CIACUTEIbHOTO
JIEKapCcTBa, a cyMMa K cobopy orpomaas. Cymma 6omee 2 M. nosuiapoB CIIA HermogbeMHast
101t MeHs. CTpax nmorepATh peOeHKa JOBOAUT MEHsI 10 OTUYASHUSL.

S ymonsito Bac momoub MHE cniacT u3Hb Pombi!
o [loxamyiicta, nmoHecuTe HWH(OpPMAIMIO O CpPOYHOCTH cOopa J0 BalIux
COTPY/JHHKOB M MTAPTHEPOB.
e PasmecTuTe IUCTOBKY C peKBU3UTaMH M HWHpopMammeir o Pome Ha Bamem
TIPEATNPUSTHH.
e [lo BO3BMOXHOCTH OpraHU3yHTE NOOPOBOIBHBINA 0JIArOTBOPUTEIBHBIN COOp cpeau
COTPYJIHUKOB Balllell OPTaHU3AIIHH.
o PaccMoTpuTe BO3MOXKHOCTh OKa3aTh 0€3BO3ME3/IHYIO (CIIOHCOPCKYIO) MOMOIIb
OT WMEHM Baimied opraHusauuu. Illpu nepesode Ha Pecnyonuxanckoe obujecmeenHoe
obveounernue "benopycckuil demckuil pond" coenacrno cm. 181 Hanoeosozo xooekca Pb om
HAI02000/10J/CeHUsT  HALO2OM HA NPUObLLIL  0C8000COaemcs: NPUbdbLIL opeaHu3ayuu (8
pasmepe He bOonee 10% eanosoti npubviiu). B nasHauenuu niamedxca ykasvleamov: HA
neyenue u peadburumayuro Pomana Anmuxesuua.
[TakeT BceX HEOOXOUMBIX TIOATBEPXKIAIOMINX TOKYMEHTOB TPUJIAraeTCsl.
Sl oduenn HazerOCH Ha Bamry momoIpb B coAelcTBIE B IPOBEACHUHT cOOpa.

C yBaxxenueM, AHTuxeBUY EneHa AJiekcaHIpoBHa.
Ten. +375 44 752 15 46 Enena — mama Pomel



